Introduction
This article describes my experiences as a doctor with cancer and how this has led to the formation of a new cancer organisation in Britain, BACUP (British Association of Cancer United Patientsand their families and friends). BACUP is being launched on 31 October 1985. It will provide a national cancer information service for patients, their relatives, doctors, and other health professionals.
The enclosure with this issue of the BMJ details its services, background, and aims.
Diagnosis
In September 1982 I was found to have advanced ovarian cancer. I was aged 32, a busy research fellow working on the enkephalins and endorphins, and senior registrar in the department of endocrinology at St Bartholomew's Hospital in London. I had always enjoyed good health until the year before the diagnosis, when I had had rheumatic fever, followed eight months later by a perforated appendix and pelvic abscess. Later when I had further abdominal pain and diarrhoea a recurrent pelvic abscess was suspected and I underwent an exploratory laparotomy. Still sleepy from the anaesthetic I asked the houseman what they had found and was faced with the reply, "It was not an abscess; the professor will come to see you tomorrow." I Each day was a bonus and this knowledge was a gift that could not be taken away fronV me. These perceptions are not unique to me and are the "secondary gains of illness" which other patients with cancer have described before me.' 2 My friends (including my medical colleagues) were surprised how I could get quite good "quality of life" even during those months of treatment. "Quality of life" is a concept we all understand but is difficult to define.4 It has been described as "the extent to which a person's hopes and ambitions are matched and fulfilled by experience."' It has been suggested that you may be able to improve quality of life by "narrowing the gap between a person's hopes and expectations and what actually happens. "I By changing my expectations during treatment I was able to achieve quite a satisfactory quality of life even with considerable debility. I derived the greatest joy from the simplest of pleasures and achievements such as being able to walk round my garden, or going out to dinner with friends for the first time after chemotherapy. Rather than focusing on the frustrations of not being able to do things, I concentrated on the things I could achieve and derived satisfaction and pleasure from this.
Looking The need for information During my illness I was struck by the great need for information that both patients and their families had, despite the efforts made by the medical and nursing staff. For the average patient and family members the diagnosis of cancer brought a bewildering and frightening world. Information was being provided on visits to the general practitioner's surgery or hospital, at often emotionally charged interviews, when it is difficult to absorb or understand the information given. As a doctor I had and could obtain all the medical information I needed. I still felt, however, that there was a gap in information available about the practical aspects of coping which I had to learn by hard trial and error over the years.
As I became more experienced other patients would come to see me on the ward as they felt I was "on the inside," being both a patient and a doctor. They wanted to understand more about their illness and its treatment-although they had received explanations. For example, they often needed explanations again and again to why chemotherapy was proposed and how it worked. I knew from my own experience that even as a doctor I needed to hear information repeatedly before it would sink in. I found that patients and family members wanted to be involved and that patients wanted to do something to help themselves during treatment. Perhaps by being involved they could regain some control over the situation. I I realised that there were two levels of information that the patients were seeking from me: one on a medical professional level and the other drawing on my experience as a "veteran" patient who had knowledge that only someone who has "been there" has. It became clear that the doctors and nurses had provided me only with the first level of information. The personal experience was unique to patients and their families and friends. This vast wealth of experience I felt was not being tapped effectively. In support groups I attended I found that an exchange of information did occur but discussions were usually general. I found many patients needed more specific information. Recent experience with cancer "phonelines" in Britain has clearly shown that patients and members of the general public are eager for specific information about cancer. 68 The concept of BACUP has evolved from the need to combine the two levels of information I describe-medical and experientialand to make them generally available to cancer patients and their families. I also felt that many doctors would find such a resource invaluable.
